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Obijective: To describe the effect of terminal cancer on the patient’s family, finances and daily life.
Methods: A cluster sample of 2000 adults (=18 years old) who had died from cancer, and who were
representative of ltaly, was studied. 1900 caregivers were identified and 68% responded to a post-bereavement
survey. Caregivers included the patient’s child (46%), his/her spouse (31%), other relatives or friends (20%) or @
health professional (3%). The median age of a caregiver was 54 years and 69% were females. During the last
3 months of the patient's life, 44% of caregivers reported difficulties in their regular employment.

Results: Of the 68% of families who had to pay for some of the care, 37% had to pay for drugs, 36% for
nursing and assistance and 22% for physicians. Paying for care was more frequent in the south of Italy (OR
2.5; 95% Cl1 1.0 to 6.3) and when the patient was a housewife (OR for unit increase 2.7; 95% Cl 1.6 to 6.1).
To cover the costs of patient care, 26% of families used all or most of their savings. Economic difficulties were
greater in the south of ltaly (OR 3; 95% Cl 1.8 to 5.1), for female caregivers (OR 1.4; 95% Cl 1.0 to 1.9) and
for disadvantaged patients. The duration of time the patient was completely dependent strongly determined
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differences emerged from this study.

been estimated that about 90% of patients with cancer

have a terminal care period, of which the average
duration is about 3 months,”’ during which time the disease
does not respond to treatment and the goal of patient care
shifts to maintaining the highest quality of life possible. The
financial burden, the disruption in the caregiver’s schedule and
the resulting changes in the caregiver’s income are considered
secondary stressors*—second to the emotional stress of mana-
ging symptoms and uncertainties about the disease and death.
However, most studies that have tried to quantify the cost of
the terminal phase of the disease have found that the indirect
costs are in fact the most significant.>” Therefore, the effect on
activities of daily living is an interesting problem for public
health, particularly at a time when public health systems
worldwide are frequently relegating the care of terminally ill
patients to their homes, thus transferring the burden to the
patient’s family."

The burden of non-professional caregiving for patients with
terminal illness has been studied with regard to the physi-
cal,'"' ¥ psychological,'" "' financial,” ** " social and employ-
ment effect® *' it has on patients’ families. Some studies had
reported the use of all of the family’s financial resources to pay
for care,” ** and at times this has been compromised due to the
reduction in the caregiver’s income.”" There also tends to be a
substantial reduction in social and leisure activities, and, when
the caregiver is a parent, childcare."

In Italy, the National Health Service provides free health
assistance for all patients with cancer, independent of their
insurance and economic status. Nevertheless, access to this
assistance can be difficult, resulting in significant direct and
indirect costs sustained by the patient and his/her family.
Furthermore, some fundamental aspects of managing the last

C ancer is responsible for 34% of all deaths in Italy." It has

the effect caregiving had on their regular employment and on the family’s financial situation.
Condlusions: Although in ltaly families are responsible for a small percentage of the overall costs of patient
care, the effect of cancer on savings and daily life can be substantial. Strong geographical and gender

phase of life, such as accompanying the patient to medical
appointments and assistance in activities of daily living, are not
covered by the healthcare system, and are sustained entirely by
the family.

The objectives of this study were to measure the effect of
terminal cancer on the family in terms of financial loss,
difficulties in employment and leisure activities in the last
3 months of life of the patient and to analyse the distribution of
these difficulties by demographic characteristics, geographical
area, socioeconomic status and family structure of the patient
and of the caregiver.

METHODS

The Italian Survey of Dying Of Cancer (ISDOC) is a mortality
follow-back survey, aimed to provide national estimates of the
type and quality of assistance received during the terminal
phase of cancer. A detailed description of the survey has already
been published”; here we briefly report the methods and the
population of the study.

Sampling procedures

A two-stage probability sample was used to identify a
representative sample of adults (age =18 years) who had died
from cancer in Italy between 1 March 2002 and 31 June 2003.
In the first stage 30 of 197 local health districts (LHDs) were
randomly selected. In the second stage, a fixed proportion of
annual deaths due to cancer (8.4%) was drawn from each LHD
from the death certificates of patients who died of cancer
between 6 and 4 months before the sampling date. Patients
who died outside their province of residence were excluded.

Abbreviations: LHD, local health districts; ISDOC, ltalian Survey of Dying
of Cancer; SES, socioeconomic status

www.jech.com



548

Identification and contact with the primary caregiver
We defined the non-professional caregiver as the person closest
to and best informed about the patient in the last 3 months of
life. To identify the non-professional caregiver for each
deceased person sampled, we requested collaboration from
their general practitioner and asked permission to refer to
clinical records of hospitals, nursing homes and home care
services. If there was no non-professional caregiver present
during the patient’s last 3 months of life, a professional
caregiver was identified.

We contacted the caregivers first by post and then by phone.

The interview

The semistructured interview used was an adapted version of
the “View of Informal Carers—Evaluation of Services (VOICES)”
questionnaire.** The Italian translation of the questionnaire had
been previously tested on a sample of caregivers of patients who
died of AIDS in Genoa.” The interview covered the last 3 months
of life of the patient and requested information on the type and
quality of health and social assistance received in different care
settings (home, residential nursing home, hospital and hospice),
the non-professional resources and support and the information
about diagnosis and prognosis received by patients and their
caregivers.

There was a specific section of the interview dedicated to the
financial burden of the disease on social activities and
employment of the caregiver and of the family, (see box 1).
The last section gathered information about the socioeconomic
status of the patient.

Sample size definition

The size of the sample was calculated assuming the primary
endpoint would be the overall quality of care during the last
3 months of life, with a proportion to be estimated with a
precision not less than 5%. A compliance rate of 60% and an
intra-class correlation coefficient of <0.3, in the less favourable
case of p= 0.5, called for a sample size of n = 2000.

Statistical analyses
For each estimate, the SE and 95% CI were estimated, taking
into account clustering of observations and stratification.

Box 1 Relevant items

Daily life activities:

e ltem 1: Did anyone in the family have to give up work or
make any other major change in their life to care for
him/her? (yes or no) If yes, specify.

o ltem 2: How frequently did you (the caregiver) have
problems managing your employment? (four-point Likert
scale)

e ltem 3: How frequently did you (the caregiver) have
problems managing your social and leisure activities?
(four-point Likert scale)

Financial impact:

e ltem 4: Did the patient or his/her family have to pay for
some of the care? (yes or no) If yes, specify.

o ltem 5: Did his/her illness mean having to use all or most
of the family’s savings? (yes or no)

o ltem 6: How difficult was it for him/her and his/her
ch|i|y to cover the cost of his/her care? (four-point Likert
scale)
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Multivariate log-prevalence regression analysis was fitted to
the data to examine the association of each outcome with the
putative determinants, adjusting for all the other variables
(gender and age of patient and caregiver, socioeconomic status
(SES) of the patient, educational level of the caregiver,
geographical area, number of cohabitants, patient—caregiver
relationship, time of non-self-sufficiency). We used a backward
strategy for model building, excluding variables with a p value
=0.1, based on the Wald F statistic. The strength of the
association was estimated in terms of prevalence rate ratio
(PRR). PRR is the ratio of the prevalence of the outcome among
patients in a given category to the corresponding prevalence in
the reference category. In other words, a PRR of 2 indicates that
the prevalence of the outcome is two times higher in that
category than in the reference, a PRR of 0.5 indicates that the
prevalence is two times lower than in the reference and a PRR
of 1 indicates that the prevalence is the same in the two
categories. These analyses have been performed with STATA
V.7.

Several items of the questionnaire provided information
about the different components of the SES status of the patient.
A synthetic indicator for SES of the patient was constructed
with a multiple correspondences analysis, followed by a cluster
analysis, which grouped patients into six SES levels, using
SPAD software V.5. The multiple correspondences analysis
synthesised the following variables—occupational status
(employed, retired, unemployed, homemaker), type of work
(actual or last employment before death), educational level and
dwelling characteristics (owned or rented and area (m?)).

RESULTS

Identification of the caregivers and response rate

We identified informal caregivers for 1843 of the 2000 (92%)
deceased people in the sample; for another 57 (3%) we
ascertained that no informal caregiver was present and
identified a professional caregiver; a caregiver could not be
identified for the remaining 100 (5%). The response rate was
67.8% (1249 non-professional and 40 professionals out of 1900
identified caregivers); of the 611 caregivers who were not
interviewed, 8.5% could not be located, 20.1% refused to be
interviewed and 2.4% had died or were too ill to participate. In
all 22 (1.1%) interviews were not conducted due to staff error.
The median time between the patient’s death and the interview
was 234 days (range, 103-374). We excluded 6 patients whose
death was not due to cancer and 12 who were not in the
terminal phase of the disease (who died during the diagnostic
phase, active treatment or with postmortem diagnosis). The
final sample included 1.271 valid interviews.

Patients’ characteristics and care resources of patients’
families

Table 1 shows the characteristics of the patients: 57% were
male, with a mean age of 73.7 years; 11% never lost their self-
sufficiency for activities of daily living, whereas 15% were
entirely dependent for more than 90 days, with a median of
45 days. Table 2 shows the characteristics of the patients’
caregivers and families: 31% of the caregivers interviewed were
male and the mean age was 53.6 years. The caregiver was the
spouse in 31% of the cases, the child in 46%, one of the parents
in 1.4% and a second-degree relative or friend in 18% of cases
(7% daughters-in-law). Just over 12% of the patients lived
alone in the last 3 months of life, 40% of them were
institutionalised, 42% lived with one cohabitant, 23% with
two cohabitants and 23% with three or more. Overall 13% of the
patients had someone, most often the caregiver, who came to
live with them during the last months of their lives.
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Table 1 Patients’ characteristics
Gender
Male (n=730) Female (n=541) Total (n=1271)
% (95% Cl) % (95% Cl) % (95% Cl)
Age (years), median (25p, 75p) 74 (66, 80) 76 (67, 83) 75 (67, 81)
Geographical area

Northwest 29 (18 to 43) 33 (22 to 47) 31 (20 to 44)

Northeast 21 (12 to 32) 22 (16 to 30) 21 (14 to 30)

Central 24 (16 to 36) 21 (1510 29) 23 (16 to 31)

South 26 (17 to 38) 24 (16 to 33) 25 (17 to 35)
Total 100 100 100
Marital status

Unmarried 8(71t09) 11 (8 to 13) 9810 11)

Married 75 (70 to 79) 40 (36 to 44) 60 (56 to 63)

Widowed 15(12 10 19) 48 (44 1o 52) 29 (26 to 32)

Divorced 1(11 3) 1(1102) 1(1102)

M 1(0103) 0(0to2) 1(0102)
Total 100 100 100
Educational level (years)

Degree 3(2to 6) 2 (1to 4) 3(2to 4)

~13 14 (11 t0 18) 12 (810 17) 13 (11 10 17)

8-12 19 (16 fo 22) 15 (11 fo 20) 17 (15 to 20)

0-7 64 (59 to 68) 71 (63 to 78) 67 (61 to 72)
Total 100 100 100
Employment at the disease onset

Employed 13 (10 to 16) 9(71012) 11 (9 to 13)

Unemployed 2 (1to 4) 2(1to 5) 2 (1to 4)

Retired 84 (81 to 87) 75 (68 to 81) 80 (76 to 84)

Housewife 0 13 (9 to 18) 5 (410 8)

M 1(0-2) 2 (1-3) 1(1102)
Total 100 100 100
Last employment

High non-manual 9 (610 11) 8 (6 to 10) 8 (7 to 10)

White collar 15(11t0 19) 7 (510 11) 12 (9to 14)

Trader 8(6to11) 13 (10 to 16) 10 (8 to 12)

Blue collar 56 (52 to 60) 21 (17 to 27) 41 (38 to 44)

Other 6 (410 10) 4(2to7) 5(3to 8)

Housewife 0 41 (34 to 47) 17 (14 to 21)

M 7 (3-15) 7410 11) 7 (310 12)
Total 100 100 100
Time of non-self-sufficiency for daily life (days)

0-1 14(11 10 17) 7 (510 10) 11 (910 13)

2-7 7 (510 10) 5 (410 8) 6 (510 8)

8-30 29 (26 to 33) 26 (22 to 30) 28 (25 to 31)

31-90 35 (31 to 39) 41 (35 to 47) 38 (33 to 42)

>90 13 (11 to 15) 19 (1510 22) 15(13t0 18)

Ml 2(1to5) 2(1to 5) 2(1to5)
Total 100 100 100
Diagnosis (ICD9-CM code)

140-149 3(2to 5) 1(0to2) 2 (210 3)

150-159 34 (31 to 39) 38 (34 to 43) 36 (34 to 39)

160-165 31 (28 to 35) 9(61012) 22 (19 to 25)

170-175 1(110 3) 24 (20 to 28) 11 (910 13)

179-189 16 (1410 19) 13 (10 fo0 15) 15(13 10 17)

190-199 5(3to 6) 5(31t07) 5 (410 6)

200-208 6(4109) 9(6to012) 7 (6 to 10)

239 3(1 to 5) 21 to 4) 2 (210 4)
Total 100 100 100
MI, missing information; p, percentile.

Relevant changes in the family and difficulties in work
and leisure activities (items 1-3)

This analysis was carried out for the 1231 non-professional
caregivers interviewed. In all 35% of the non-professional
caregivers declared that the illness provoked major changes in
the life of the family in the last 3 months of life of the patient.
These changes are listed in table 3: in 24% of the cases at least
one relative quit, reduced or changed employment, 8% changed
their personal or social life, mostly related to childcare, and 4%

moved, these moves were more frequent for patients living
alone (35%). As a consequence of the moves, the proportion of
patients who previously lived alone reduced by more than one-
third. It must be taken into account that the group of people
living alone also includes the vast majority of patients with
professional caregivers (86.9%), not shown in these analyses.
More than 44% of the non-professional caregivers declared it
as very or quite difficult to manage their regular employment;
this percentage rose to 49% when we consider only caregivers of
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Table 2 Characteristics of the patients’ caregivers and families
Male (n=388) Female (n=883) Total (n=1271)
% (95% Cl) % (95% Cl) % (95%Cl)
Age (years), median (25p, 75p) 52 (44, 62) 54 (43, 65) 54 (43,64)
Geographical area
Northwest 29 (18 to 44) 32 (21 to 45) 31 (21 to 44)
Northeast 21 (14 10 29) 22 (14 to0 32) 21 (14 to 30)
@il 23 (16 to 31) 23 (16 to 33) 23 (16 to 31)
South 27 (18 to 39) 24 (15 to 35) 25 (17 to 35)
Total 100 100 100
Relation with the patient
Husband-wife 20 (16 to 25) 36 (31 to 41) 31 (27 to 35)
Son—daughter 57 (51 to 64) 41 (37 to 46) 46 (46 to 51)
Other relatives/friends 19 (16 to 23) 21 (17 to 24) 20 (18 to 23)
Doctor/nurse 3 (210 6) 2 (210 4) 3 (2-4)
Total 100 100 100
Educational level (years)
Degree 18 (15 fo 22) 9(7t012) 12 (10 fo 14)
>13 37 (32 to 43) 31 (28 to 35) 33 (30 to 36)
8-12 21 (16 to 28) 19 (16 to 23) 20 (16 to 24)
0-7 18 (13 fo 24) 34 (30 to 38) 29 (25 to 32)
M 5(21012) 7 (410 13) 7 (410 13)
Total 100 100 100
Patient’s sex
Male 42 (37 to 48) 64 (59 to 69) 57 (54 to 61)
Rl 58 (52 fo 63) 36 (31 to 41) 43 (39 fo 46)
Total 100 100 100
Characteristics of the household by patients’ gender
Males (n=730) Female (n=541) Total (n=1271)
% (95% Cl) % (95% Cl) % (95% Cl)
Number of cohabitants
0 8 (610 11) 18 (14 to 22) 12 (10 to 15)
1 45 (40 to 50) 37 (32 to 42) 42 (38 fo 46)
=2 47 (41 to 53) 45 (39 1o 50) 46 (41 fo 51)
Total 100 100 100
Cohabitants only during the disease
0 90 (86 to 92) 83 (78 to 88) 87 (84 to 89)
1 5(4107) 11 (8 to 15) 8 (6 to 10)
=2 5(4107) 6(4108) 5(4107)
Total 100 100 100
Institutionalised
Yes 5 (410 8) 13 (910 17) 9 (610 12)
No or not known 95 (92 to 97) 87 (83 10 91) 91 (88 to 94)
Total 100 100 100
MI, missing information; p, percentile.

working age (<65 years). The percentage of caregivers who
declared it very or quite difficult to manage social and leisure
activities was 68% (table 4).

The multivariate model shows that the strongest determinant
of having difficulties in managing employment was the
duration of complete dependence on care for activities of daily
living; there were more difficulties sustained by families living
in the south than those in the northeast, by families with a
younger patient, by families composed of two or more people,
and patients/families with female caregivers (table 5).

Financial impact (items 4-6)

In all, 68% of the non-professional caregivers reported that the
patient and/or the family paid for some aspects of care. Table 6
lists the aspects of care for which the patients and/or the family
had to pay: 37% paid for some drugs, 22% for some of the
physicians’ consultations, 19% for home nursing care, 18% for
medical equipment, 16% for a home help and 14% for the
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transport of the patient. Multivariate analysis shows that a
higher proportion of people in southern Italy had to pay
compared with people in the northeast; families of patients
with very low SES, or families in which the patient was a
housewife and in which the caregiver was the child, had to pay
more frequently (table 5).

In all, 26% of the caregivers declared that the family had to
spend their entire savings to manage the illness (table 6) and
21% of them declared that it was very or quite difficult for the
family to cover the costs of care (table 4). The correlation
between the two questions was high: Spearman’s p=0.64
(p<0.001).

Multivariate analysis indicated that there were more diffi-
culties in the south than in the northeast of the country;
families with a high SES sustained fewer difficulties, whereas
families with female caregivers and with the housewife as
patient sustained more difficulties. The duration of complete
dependence was always the strongest determinant. The number
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Table 3 Important changes in the family (item 1)
% (95% Cl)
Important changes in the family
Yes 35 (31 to 40)
No 62 (58 to 66)
M 3 (1 fo 4)
Total 100
Working changes
Total* 24 (20 to 28)
Took leave from work 2(1to 4)
Reduced working time 4(2to 5)
Gave up paid holidays 9(71012)
Changed work schedule 2(1103)
Quit studying 1(0to1)
Quit working 8 (6 to 10)
Changed job 1(0to1)
Social activities 8 (610 11)
Moves 4 (3 to 6)
Other changes 1(0to 1)
MI, missing information.
*The sum of the types of change is more than the total because some
caregivers reported more than one change.

of cohabitants was not associated with any of the financial
outcomes.

DISCUSSION

This is the first national survey on the burden of caring for
patients with terminal cancer in Italy. Very few studies on this
topic, most of them regarding individual facilities, have been
conducted in this country."

From our estimates, annually, in about 40 000 families,
someone quits or reduces their work schedule to take care of a
relative dying of cancer, and more than 40 000 families spend
most of their savings to pay for the costs associated with the
illness, even though the major aspects of cancer treatment are
covered by the National Health Service. This study highlights
how the most fragile parts of our society often pay the highest
price: the majority of the caregivers are wives, daughters or
daughters-in-law, and female caregivers experience the highest
burden. The people in the most deprived areas of the country,
the southern regions, have to pay more because the provision of
home care, including specialised palliative care service, is still
scarce in this part of the country.

Methodological remarks and limitations of the study
The study had a surprisingly high response rate at both
sampling levels: all 30 LHDs sampled agreed to participate,
and the individual response rate was 68%. Nevertheless, the
probability of response was associated with patient’s, care-
giver’'s and environmental characteristics, such as place of
death, relationship and timing of the interview,” suggesting
that the non-respondents are a population with different
characteristics.
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This study is a follow-back survey and therefore has all the
limitations owing to this type of design. In particular, we are
aware of the biases introduced when analysing a cohort
established on a final event instead of an initial event. These
concerns, well-exposed by Bach et al,** are sound when we
compare economic resources at the end of life, but for other
outcomes, such as the burden of care giving on the family, this
study design has no biases evident and has advantages in terms
of feasibility. Furthermore, limiting the study to the last
3 months of life should have reduced this type of bias.

We did not exclude retired people and housewives in the
analysis of the employment difficulties because a relevant
number of them could have had some type of paid work as a
consequence; we might have underestimated the effect on older
and female caregivers due to an inflated denominator.

A country divided

The picture of the country emerging from this survey reveals
the well-known and historical division between the rich and
efficient north and the poorer and less efficiently managed
south. The pattern is the same for the three outcomes analysed:
families in the northeast experienced fewer problems than
those in the south.

Differences in the distribution of the types of families make
the difference between north and south even greater, at least
for the problems related to employment. In fact, we observed
more employment problems in larger families, which are found
more often in the south. This picture partially reflects the
economic situation of the geographical areas; the gross
domestic product per capita in Italy”” is about €27 000 in the
Northwest and Northeast, slightly lower in the centre (about
€25 000), and much lower in the south (about €15 000).

In a situation of such inequality, in which poorer areas offer
fewer services, it is unfortunate that the families in the south
have to pay more frequently. These findings are consistent with
the data reported by the National Institute of Statistics on
health services across the country.”

Financial effect

Italy has a health system that guarantees free care for all
patients with cancer, yet the results of our survey confirm that
families are responsible for indirect costs of terminal cancer
treatment, such as secondary drugs, part of the specialist visits,
home nursing, home equipment, transport, home assistant and
housekeeping. No one reported paying for hospitalisations or
treatments. It is clear that most of the expenses sustained by
the family are regarding home care. As the amount of time
these patients spend at home increases, as is increasingly
recommended by health professionals,'® it is presumable that
the expenses also will increase.

Neither the educational level of the caregiver nor the SES of
the patient had an effect, but when the patient was a
housewife, the family was more likely to pay for care. This
finding is consistent with the type of expenses sustained by the
family—that is, assistant, nursing and housekeeping. In fact,

Table 4 Distribution of the answers to the question on caregiving burden

the care

Very difficult Quite difficult A few difficulties  Not difficult at all ~ MI Total
% (95% Cl) % (95% Cl) % (95% Cl) % (95% Cl) % (95% Cl) %
Difficulties in managing work activities 18 (15 to 23) 25 (19 to 32) 23 (20 to 27) 29 (25 to 34) 4 (3 to 6) 100
Difficulties in managing social and 44 (38 to 51) 24 (20 to 29) 15 (12 to 18) 11 (8 to 15) 6 (310 10) 100
leisure activities
Difficulties in covering the costs of 5(4107) 16 (13 10 19) 28 (25 to 32) 44 (39 to 50) 6 (410 11) 100

MI, missing information.
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Table 5 Multivariate log-prevalence regression

Determinants of having to pay part of the care

Determinants of using all the family savings

Determinants of having employment difficulties

PRR (95% Cl) PRR (95% CI) PRR (95% Cl)
Geographical area Geographical area Geographical area
Northwest 1 Northwest 1 Northwest 1
Northeast 0.4 (0.2 to 0.6) Northeast 0.5 (0.3 10 0.9) Northeast 0.5 (0.3 10 0.8)
Central 0.9 (0.510 1.4) Central 1.3 (0.7 to 2.5) Central 1.3 (0.8 to 2.1)
South 2.5 (1 t0 -6.3) South 3.0(1.81t05.1) South 2.4 (1.3 to 4.6)
Patient’s SES Patient’s SES Patient’s age
Low 1 Low 1 <65 1
Medium manual 0.8 (0.5101.1) Medium manual 0.8 (0.5101.2) <75 0.8 (0.510 1.1)
Medium services 1.0 (0.6 to 1.6) Medium services 0.9 (0.5 10 1.6) <85 0.7 (0.5 10 1.0)
Medium-high non-manual 1.0 (0.6 to 1.6) Medium-high non-manual 0.8 (0.5 to 1.4) 85+ 0.4 (0.2 to 0.6)
High professional 1.4 (0.6 to 3.3) High professional 0.4 (0.2 to0 0.8)
Housewifes 2.7 (1.210 6.1) Housewives 1.2 (0.6 0 2.2)
Patient—caregiver relationship Caregiver gender Caregiver gender
Spouse 1 Male 1 Male 1
Child 1.5(1.0 to 2.0) Female 1.4(1.010 1.9) Female 1.8 (1.3 to 2.4)
Other relative 1.2 (0.8 to 2.0)
Professional 0.4 (0.1 t0 0.9)
Time of non self-sufficiency Time of non self-sufficiency Time of non-self-sufficiency
0-1 day 1 0-1 day 1 0-1 day 1
2-7 days 0.9 (0.4 1o 2.0) 2-7 days 0.8 (0.2 t0 2.8) 2-7 days 1.5 (0.7 to 3.0)
8-30 days 1.7 (1.1 t0 2.7) 8-30 days 1.3 (0.7 to 2.5) 8-30 days 2.4 (1.4 10 4.0)
31-90 days 2.6 (1.4 10 5.0) 31-90 daye 1.9 (1.0 fo 4.0) 31-90 days 372310 6.1)
>3 months 4.5 (2.5 10 8.0) >3 months 32(1.3107.9) >3 months 4.1 (2.3107.3)
Number of cohabitants
0 1
1 1.5 (1.0 to 2.4)
=2 1.8 (1.1 t0 3.0)

PRR, prevalence rate ratio; SES, socioeconomic status.
The variables included were: gender and age of patient and caregiver, patient SES, education level of the caregiver, geographical area, number of cohabitants, patient-
caregiver relationship, and time of non self-sufficiency. Variables with a p value = 0.1, based on the Wald F statistic, were excluded.

Table 6 Aspects of care for which the patients and/or the

family had to pay

% (95% Cl)

The family had to pay for some of the aspects of the care (item

Aspects of the care for which the family had to pay

Total*
Drugs
Physicians
Nurse
Equipment
Assistant
Patient’s transport
Physiotherapy
Nursing house
Diagnostics
Other

Use of the family finances
Yes

68 (62 to 74)
29 (25 to 35)
2(1 1o 4)
100

68 (62 to 74)
37 (30 to 45)
22 (17 to 28)
19 (1510 23)
18 (15 to 22)
16 (1310 19)
14 (11 10 18)
3 (210 5)
2(1to4)
2(1103)
4 (310 5)

26 (22 10 31)
70 (65 to 74)
4(2109)
100

MI, missing information.

“The sum of each item is more than the total because some caregivers

reported more than one choice.
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when a housewife falls ill, many of the tasks she usually
performs fall to hired help. Gender issues in the caregiving
burden have been already described in the literature.”” ** We
tested two different outcomes to assess the effect of the disease
on family finances. The results consistently identify about one-
fourth of the sample who experienced heavy financial problems
during the terminal phase of disease. Not surprisingly, the SES
of the patient has a strong effect, and poor patients and
housewives are the most vulnerable. These findings are
consistent with all previous literature.” **'

Most of the caregivers reported that the illness meant
spending ““all the savings”” and that sustaining the cost of care
was “quite difficult”’; we propose two explanations for this: (1)
that healthcare is not expensive in Italy, but coping with the
end of life is; and (2) because the second question is more
subjective, the answer is mediated by the caregiver’s very low
expectations about the health services.

The effect on daily life

We found that in 24% of families at least one patient’s relative
reduced, quit or change employment. Our results are very
similar to those of Covinsky et al.”!

More than 40% of the non-professional caregivers had
difficulties in managing their regular paid work activities. The
age of the patient was not important, as observed by Covinsky,*
but the caregivers >65 years, who were the group most likely to
be retired, experienced fewer difficulties. We found that
women, even though in Italy they are more likely to be
unemployed than men, had a higher probability of having
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What this paper adds

o This is the first national survey on the burden of caring for
patients with terminal cancer in ltaly.

® In about 40 000 families each year someone quits or
reduces their work schedule to take care of a relative
dying of cancer, and about 35 000 families spend most
of their savings to pay for the costs associated with the
illness, even though most of cancer treatment is covered
by the National Health Service.

® The most fragile parts of our society often pay the highest
price: female caregivers experience the higKest burden;
the people in the most deprived areas of the country, the
southern regions, have to pay more because the
provision of home care, including specialised palliative
care service, is still scarce in this part of the country.

difficulties maintaining their work, reflecting their lower level
of employment or the fragility of their work status. Having no
cohabitants is inversely associated with caregiver’s problems
with employment: if patients lived alone during the last
3 months of life, they are often institutionalised, consequently,
the burden in terms of informal caregiving time was minor.
Furthermore, the trend of a larger burden with increasing
number of cohabitants suggests that the caregiving is concen-
trated on a single person who cares for the whole family and as
the number of the people in the family increases, so does the
burden on the caregiver.

The prevalence of difficulties managing leisure time is much
higher than the percentage of professional difficulties reported,
reflecting the hierarchy of activities during the time of
emotional and economic difficulty: work comes before pleasure.

CONCLUSIONS

Despite a national health system that pays for all the healthcare
for patients with cancer, one-fourth of Italian families have to
use all of their financial resources to pay for the terminal phase
of the illness. These findings must be taken into account as the
health system begins to shift the care of patients with
terminated illness from the hospital to home, a solution that
can increase the quality of life for wealthier patients, but can
give an unsustainable burden to poorer ones if home palliative
care services are not adequate.

The Italian health system decision makers have to plan
health and social policies that address the variety and diversity
of the needs in different geographical areas. Particularly, they
must support patients with terminal cancer and their families,
and increase and improve the availability and accessibility of
palliative home-care programmes and services.
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o These findings must be taken into account as the health
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from the hospital to home, a solution that can increase the
quality of life for wealthier patients, but can be an
unsustainable burden on poorer ones if home palliative
care services are not adequate.
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